###### Strengths and limitations of this study

-   We designed this study to explore in-depth staff and clients' experiences of an integrated care programme, based on principles of person-centred care.

-   A qualitative approach comprising interviews, document analysis and observation will ensure the credibility of the findings, and clear justification of the themes.

-   The recruitment strategy may limit the transferability of our findings to similar settings; however, this will allow us to gain a rich description of the experiences of participants.

Introduction {#s1}
============

Chronic conditions are associated with over one-third of potentially avoidable hospitalisations in Australia and more than 60% of the total burden of disease.[@R1] To address this, a range of programmes and services that focus on hospital avoidance aim to assist people with chronic conditions to manage their disease symptoms and overall health, by coordinating services across primary healthcare, specialist services and hospitals, thereby reducing hospitalisations.

One approach, integrated care programmes, aim to provide coordinated, proactive, person-centred, multidisciplinary care by two or more collaborating care providers, in the same or different health or social care organisations.[@R3] Integrated care is a broad term that is used interchangeably with coordinated or comprehensive care programmes,[@R4] chronic disease management[@R6] or hospital avoidance programmes, such as the Hospital Admission Risk Program (HARP) in Australia.[@R7] Recent work demonstrates these programmes may reduce hospital admissions, emergency department (ED) presentations and length of stay.[@R8]

The Chronic Care Model[@R15] is the framework most frequently cited in studies on integrated care for people with multiple chronic conditions,[@R3] (or multimorbidity, defined in this paper as two or more chronic conditions in the same person).[@R16] The model incorporates dimensions of patient-centred (or person-centred) care into how health service systems must be 'organised' for chronic illness care.[@R17] The elements of the Chronic Care Model are designed to make person-centred, evidence-based care for people with chronic conditions easier to accomplish.[@R18]

A 2012 systematic review of characteristics and effectiveness of care programme for patients with multimorbidity found moderate evidence for a beneficial effect of these programmes on perceived quality of care,[@R5] but inconclusive evidence for effectiveness overall. This review was repeated in 2015 by different authors, expecting to find stronger evidence.[@R4] For patient outcomes, the updated review found insufficient evidence for a beneficial effect of comprehensive care on satisfaction with care and quality of life. The review authors recommended a focus on measuring outcomes that really matter to patients, such as personal goal attainment.

Person-centred care is a key dimension of high-quality healthcare.[@R19] It has been characterised as a multidimensional concept, interpreted in different ways according to context.[@R20] A narrative review and synthesis of key medical, nursing and policy texts identified three core themes of patient-centred care: patient participation and involvement, the relationship between the patient and health professional and the context where care is delivered.[@R24] One of the core principles underlying integrated care programmes is person-centred care, achieved via collaborative, mutual and respectful partnerships between the provider and the person receiving care.[@R7]

The Health Foundation has developed an enabling model of person-centred care, focusing on the person taking an active role in their health and health decisions.[@R25] This model resonates with integrated care, and the Chronic Care Model, with a focus on chronic disease self-management and support. The enablement model describes four key principles of person-centred care:

1.  Being person-centred means affording people dignity, respect and compassion.

2.  Being person-centred means offering coordinated care, support or treatment.

3.  Being person-centred means offering personalised care, support or treatment.

4.  Being person-centred means being enabling.

Evidence of the efficacy of person-centred care as an intervention is limited due to problems in design and execution of studies, variations in terms, definitions and measures and different processes used in different settings.[@R26] A recent systematic review of patient-centred interventions for people with chronic heart failure focused on patient involvement in developing care plans, sharing control and patients identifying their own care goals.[@R26] In that review, patient-centred care was found to improve health-related quality of life, symptom burden, depression and patient activation; yet conclusions were limited by underpowered studies, and low to moderate strength of evidence.[@R26]

Research on interventions for people with multimorbidity has an overemphasis on effectiveness and an under-representation of qualitative evaluation.[@R29] A better understanding of not only the health priorities of people with multimorbidity but their experiences of person-centred care is required.[@R22] While the Chronic Care Model is widely used in integrated care programmes, there is a need for further research to understand the experiences, needs and preferences of people with multiple chronic conditions receiving integrated care, and their role in achieving positive outcomes in their care.[@R3] Some studies have turned to clinicians and researchers to describe how they define and deliver person-centred care.[@R31] Their perceptions are valuable; however, the best way to understand how person-centred care is received is by asking patients themselves directly.[@R34] The preferences people have about approaches to their care and what is most meaningful to them need to be understood in more depth and investigated further.[@R36]

This project aims to explore how an integrated care programme for people with multiple chronic conditions incorporates the principles of person-centred care. Our investigation will focus on (1) the clients' experience of care and (2) the individual and organisational routines supporting the delivery of care, through answering the following research questions:

1.  What are the experiences of people with chronic conditions in planning and enacting their care plan?

2.  What are the experiences of people with chronic conditions in using information provided by health professionals to make decisions about their care?

3.  What characteristics of person-centred care matter most to people with chronic conditions?

4.  How does the programme identify and respond to the needs of people with chronic conditions?

5.  For health professionals, what are the barriers and enablers to providing person-centred care?

Methods and analysis {#s2}
====================

Qualitative approach {#s2-1}
--------------------

We want to understand person-centred care from the perspective of those experiencing it by asking them directly,[@R34] therefore we will use a qualitative phenomenological[@R39] approach. In particular, we will take a hermeneutic phenomenological perspective, interpreting and describing human experience to understand the nature of that experience.[@R40] This study will help us understand how people with multiple chronic conditions and complex needs experience an integrated care programme designed to reduce their hospitalisations and improve their ability to manage their health.

Context {#s2-2}
-------

The setting is a large metropolitan health service in Victoria, Australia, in an area of rapid population growth, with population groups who are disadvantaged in accessing services, due to cultural, linguistic or socioeconomic factors. The health service comprises three large research and teaching hospitals which serve over one-quarter of the city's population (around 1.9 million people), alongside several community health service locations. We selected the health service based on our existing relationships.

The health service provides integrated care through Hospital Admission Risk Program (HARP) services to manage people with chronic disease, aged and/or complex needs who frequently use hospitals or are at risk of hospitalisation. One programme under the HARP umbrella of services is called the Complex Care Program. The key objectives of this programme are to improve patient outcomes, provide integrated, seamless care within and across hospital and community services, reduce avoidable hospital admissions and ED presentations and ensure equitable access to healthcare.[@R7]

The Complex Care Program, guided by the Chronic Care Model,[@R41] provides integrated, community-based, multidisciplinary care and support across the secondary and tertiary levels of the health service, and into primary care and other community health and social care providers. The target population is people with chronic conditions and complex needs who frequently use hospitals or are at risk of hospitalisation. The programme comprises intensive care coordination provided by clinical nurse consultants, comprehensive assessment and care planning, specialist medical management and a self-management approach.[@R7] Complex Care clients may be enrolled in the programme from 6 to 12 months, in one of the following streams: chronic heart failure, chronic respiratory disease and complex psychosocial conditions. In addition, specialist clinics support the management of clients with complex medical needs. A physician, nurse and pharmacist assess people attending the clinics to determine areas of their health requiring further investigation, streamlining of medication or reorganisation of services.

Sampling strategy {#s2-3}
-----------------

There are two main groups of participants in this study: Complex Care staff and Complex Care clients, which may include clients' informal carers.

### Staff participants {#s2-3-1}

The Complex Care Program employs 37 staff consisting of a manager, 3 team leaders, 20 care coordinators, 5 physicians, 7 allied health professionals (eg, physiotherapy, psychology, pharmacy, dietetics) and 1 chronic disease nurse practitioner. Care coordinators are predominantly clinical nurse consultants, expert registered nurses with skills and expertise in specific areas of practice. Programme staff provide intensive care coordination and home-based or centre-based services determined by the client's need. Staff have specific skill sets and experience in care coordination, specialist medical care, self-management support and the management of complex psychosocial issues. Exploration of the experience of providing person-centred care, and programme staff perceptions of this experience, is congruent with a hermeneutic phenomenological approach.[@R43]

Programme staff will participate in this study to provide their perspectives of person-centred care, including barriers and enablers to providing care. They will also assist with recruitment of client participants (see Recruitment procedure).

### Client participants {#s2-3-2}

Programme clients have multiple chronic conditions: unstable or complicated chronic respiratory disease, chronic heart failure, diabetes or other chronic conditions and/or complex care requirements. Most live independently in the community, although some older clients living in long-term aged care can also access a programme. Clients have had at least one unnecessary or avoidable hospital presentation or admission in the 12 months preceding recruitment, or are at imminent risk of hospitalisation and other community services cannot meet their needs. They also require integrated care and moderate to intensive care coordination. Over 1000 people access a Complex Care Program in this setting each year. Most clients are adults yet the service also works with children and youth. Exclusion criteria for this study are addressed in the Recruitment procedure section.

Recruitment procedure {#s2-4}
---------------------

We will purposively recruit staff based on their experience in the Complex Care Program and working with people with chronic conditions, role in the programme, and ability to reflect on their professional practice and explain how and why they work in a particular way. The Complex Care Manager will select an initial sample of up to 12 staff based on these criteria. We expect many staff will be care coordinators as they are most likely to have longitudinal relationships with their clients and extensive experience in the programme. We will exclude the recruitment of staff who are new to the programme (eg, commenced \<3 months ago). During the data collection phase, we will ask the recruited staff of any additional staff members to recruit, adding 'snowball sampling' as an additional strategy for this study. The final size and composition of the sample will be determined during data collection and in the early stages of data analysis based on the richness of the information.[@R39]

We will recruit clients via their care coordinators. After care coordinators are interviewed, we will discuss with them the selection of up to five 'information-rich' clients recently discharged from the programme: clients from whom we can learn extensively about their experiences of service provision and person-centred care.[@R43] We will exclude clients enrolled in an existing research project with the health service, or if there are safety concerns for the researchers when interviewing the client. If a client has an impairment that precludes them from consenting and participating, as reported by the care coordinators based on their knowledge of the client, or any formal testing that may have occurred during the client's programme (eg, a Mini-Mental State Examination[@R45]), they may still be able to participate. In this scenario, we will ask the client's carer to assist with explaining the study to the client, and/or provide their own consent to be interviewed about their experiences of the programme as a carer.

We anticipate the initial sample size of staff as up to 12 (mostly made up of care coordinators, and other clinicians working on the programme), and clients (five per care coordinator) as up to 30. The size of each participant (staff and client) sample will depend on the information richness of the data and the variety of participants interviewed. Sampling is aimed at insight into person-centred care, not generalisation.[@R39] Our initial estimations of participant numbers may provide enough in-depth data to answer the relevant research questions. We will determine the final sample size during the study based on a model of information power.[@R46] This model indicates that the more information the sample holds relevant for the research questions, the lower number of participants needed.

Interview Sampling and Recruitment Process outlines the sampling and recruitment process for the interviews ([online supplementary file 1](#SP1){ref-type="supplementary-material"}). The study is being conducted from March 2018 to June 2019. We will seek written informed consent from all participants in the study and ensure confidentiality through the use of pseudonyms for individual participants.
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Data collection {#s2-5}
---------------

Consistent with the qualitative approach, data will be collected using three methods: semistructured interviews, observation and analysis of medical records.[@R47] We will collect data primarily in relation to clients' and staff descriptions of their experiences. We will use key principles of person-centred care[@R25] to frame data collection. [Table 1](#T1){ref-type="table"} summarises the data collection methods related to each research question.

###### 

Research questions and data collection summary

  Research questions                                                                                                                                         Staff interviews   Client interviews   Observation   Document analysis
  ---------------------------------------------------------------------------------------------------------------------------------------------------------- ------------------ ------------------- ------------- -------------------
  What are the experiences of people with chronic conditions in planning and enacting their care plan?                                                                          ✓                   ✓             
  What are the experiences of people with chronic conditions in using the information provided by health professionals to make decisions about their care?                      ✓                   ✓             
  How does the programme identify and respond to the needs of people with chronic conditions?                                                                ✓                  ✓                   ✓             ✓
  What characteristics of patient-centred care matter most to people with chronic conditions?                                                                ✓                  ✓                                 ✓
  For health professionals, what are the barriers and enablers to providing patient-centred care?                                                            ✓                  ✓                   ✓             ✓

We will start data collection with semistructured interviews with staff and client participants, to elicit their descriptions of their experiences of the programme. Staff and clients will each participate in one semistructured interview of up to 1 hour with the first author.

If a client has a carer, we will invite the carer to participate in the interview and obtain their consent.

We will observe the routines of the multidisciplinary clinics that the programme clients attend to obtain contextual and environmental information alongside verbal descriptions of their experiences obtained during interviews. Observation will assist us to understand and capture the context within which staff and clients interact, providing a holistic perspective.[@R39] We will observe formal and informal interactions including clinical routines and activities in non-clinical areas. This will help us understand the setting and how it operates, and how staff undertake their usual routines and interact with clients, using the lens of the key principles of person-centred care.[@R21]

On completion of client interviews, with the client's consent, we will review the medical record relating to the time they were on the programme. Client records in the programmes are a rich source of data to supplement observations and interviews; they may reveal thoughts, decisions and conversations that might be unknown through observation or interviews.[@R39] This will allow us to obtain data on the components of their programme of care as well as note documentation of services provided consistent with key principles of person-centred care.[@R21] We will record text referring to person-centred care in areas such as assessment, care planning, decision-making or provision of information or education.

### Data collection instruments and technologies {#s2-5-1}

We will use a semistructured interview guide based on the research questions and the key principles of person-centred care.[@R21] Separate interview guides were developed for staff and client participants as outlined in [online supplementary file 2](#SP2){ref-type="supplementary-material"}. After the first three interviews for staff and clients, we will review the transcript within the research team, reflect on the interview processes and adapt the questions within the interview guide as required. We will progressively modify the guides with the iterative process of data collection and analysis. We will conduct interviews in person or via telephone and record interviews using a digital audio recorder. The interviews will be transcribed verbatim. Field notes will be kept and completed by hand at the end of each interview in the form of a contact summary sheet to capture impressions and reflections on the interview.[@R48] If a client's first language is not English, we will use a qualified interpreter provided by the health service to attend the interview.
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We will develop a tool to collect relevant data from the medical records and observations based on ongoing analysis of the staff and client interview data. This will enable us to compare and contrast data collected from the interviews, medical records and observation. Throughout data collection, the first author will make reflective notes via memos to note key points, observations, decisions or thoughts as they arise.

Data processing {#s2-6}
---------------

Following each interview, we will review each transcript along with the interview recording to check for accuracy, remove identifying information and anonymise data. We will enter field notes and excerpts from documents into word processing software and check for accuracy. Participants will be offered the opportunity to review the interview transcripts or a summary of the interview, at the end of each interview. This will allow participants to check the accuracy of the transcription and/or elaborate on their responses. All data will be organised according to type and date collected, then entered into NVivo12[@R49] for data management during the analysis. We will convert all hard copy data to digital format and store on a secure, password-protected server.

Data analysis {#s2-7}
-------------

Data analysis will occur concurrently with data collection and the writing up of findings.[@R50] We have chosen to use Braun and Clarke's approach to thematic analysis for our study.[@R51] Braun and Clarke describe thematic analysis as a method to identify, analyse and report patterns (themes) within data. Alongside this process we will also be guided by Ricoeur's theory of interpretation, with a focus on explaining and then interpreting the text (interview transcripts, field notes and medical record excerpts) to further understand the experiences of participants.[@R40]

Braun and Clarke's approach involves six phases. [Table 2](#T2){ref-type="table"} displays the six phases alongside components of our study aligned with each phase.

###### 

Data analysis process

  Thematic analysis phase[@R51]                                                                                                      Study components
  ---------------------------------------------------------------------------------------------------------------------------------- ---------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  1\. Familiarisation with the data: transcribing, reading and re-reading, noting initial ideas                                      Re-listen to the audio recording; initial note taking to record analytical notes.Reading and re-reading of the transcripts.
  2\. Generating initial codes across data set, collating data for each code                                                         Reading transcripts systematically, generating codes alongside important points in the text.
  3\. Searching for themes: collating codes into potential themes and gathering all data relevant to each theme                      Sorting codes into themes and collating all data extracts from the text.[@R49]Using NVivo V.12 to assist with collating data extracts.
  4\. Reviewing themes: checking themes work on extracts and the entire data set, generating thematic 'map'                          Re-reading data extracts to look for patterns.Comparing codes generated from the first five transcripts with the research team and agreeing on a set of codes for subsequent transcripts.Coding all transcripts looking for additional data that may have been missed.Generating a working analytical 'map' using the developed codes and themes.
  5\. Defining and naming themes: refinement through ongoing analysis, generating clear definitions and names for themes             Naming and defining the themes and sharing with the research team for review.Refining themes and cross-referencing with principles of person-centred care.Writing a detailed analysis of each theme.
  6\. Producing the report: selecting compelling extracts, final analysis, relating back to research questions, producing a report   Telling the story of the data: interpreting the meaning of descriptions of participants' experiences.Embedding examples in the text to make an argument in relation to the research questions.

The first author will code staff interviews and client interviews as two large groups, and use other members of the research team to assist with confirming codes. As the data analysis is an iterative process, depending on the findings from the two groups, individuals within the groups may be compared. Analysis of data gathered from observations and documents will occur after the interviews are analysed. Codes derived from the interviews will be applied to observation and document data.

Techniques to enhance trustworthiness {#s2-8}
-------------------------------------

Lincoln and Guba[@R53] consider trustworthiness important for evaluating qualitative research. Trustworthiness involves establishing credibility, transferability, dependability and confirmability of the findings. We will use a variety of techniques to enhance trustworthiness in this study ([table 3](#T3){ref-type="table"}).

###### 

Techniques to enhance trustworthiness

  Lincoln and Guba's criteria[@R53]   Techniques used in this study to enhance trustworthiness
  ----------------------------------- -------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  Credibility                         *Member checking* [@R53]: asking participants if they wish to review interview transcripts and preliminary findings.*Triangulation of data sources*: data gathering via staff and client interviews, observation and document analysis, to build a coherent justification for themes.[@R50]
  Transferability                     *Purposeful sampling* of staff and client participants to maximise the range of data collected.[@R56]*'Thick' descriptive data* collected via interviews to provide enough information to be able to compare these findings to other programmes in similar contexts.[@R53] Context is an important consideration in the exploration of person-centred care.[@R21]
  Dependability                       *'Audit trail'* to document and adhere to data collection and analysis processes and interpretation.[@R56]*'Dependability' audit* undertaken by the first author's supervisors (CB, GR, VL) to check the acceptability of the audit trail.[@R53]
  Confirmability                      *Triangulation of data sources*: as for credibility (above).*Reflexivity* through the use of memoing throughout the study.[@R57]*Confirmability audit* by the first author's supervisors (CB, GR, VL) to ensure interpretations are supported by the data.[@R53]

The first author (AP) is a female, registered occupational therapist with a Masters of Health Science degree and completing a Doctor of Philosophy at Monash University. She has over 20 years' postgraduate experience in rehabilitation. DG and JW are employees of the health service, with significant experience in quality improvement, particularly in nursing and community care. They will assist with recruitment of participants. GR is a general practitioner; GR, CB and VL are primary care researchers and AP's supervisors for this study. AP was introduced to DG and JW via an existing connection between GR and the health service. TB is a registered occupational therapist and associate professor of occupational therapy, who provided supervision to AP in the initial months of this project.

The Standards for Reporting Qualitative Research[@R54] will be used to report the research to improve its transparency, usability and reliability.

Ethics and dissemination {#s3}
========================

All participants will receive complete written and verbal information about the research prior to giving full, non-coercive consent in accordance with the ethical guidelines. Participants are able to withdraw from participation at any time, without impacting on either their employment at the health services, or any future services they may be eligible for or receive. Procedures will be followed to minimise any potential harm or distress to participants, including the provision of contact details for further assistance (available at no cost to the participant) if required. Participant privacy and confidentiality will be respected by the removal of any identifying information from data, assigning pseudonyms and storing all data safely on password-protected systems or in locked cabinets at the university. Data will be accessible only to AP, CB, GR and VL. All data will be destroyed after 7 years in accordance with the agreed ethical standards.

We will disseminate the results of this study via presentations at relevant local, national and international conferences, peer-reviewed journals and through social media including Twitter accounts of AP, CB and GR, as well as those of the Department of General Practice, Monash University, and the Innovative Models Promoting Access-to-Care Transformation (IMPACT) Centre of Research Excellence. Only anonymised, non-identifiable characteristics and quotations will be used in any arising publications/reports.

Discussion {#s4}
==========

Our study aims to understand how person-centred care is incorporated in an integrated care programme designed to assist people with multiple chronic conditions to manage their health using community-based health and social care supports, as well as to reduce their use of acute hospitals for treatment. It will focus on staff and client descriptions of their experiences in the programme, identify the characteristics of care important to them and the barriers and enablers to providing person-centred care. This involves interviewing staff, a sample of their recently discharged clients, observing staff and clients in specialist clinics and collecting and analysing key client and organisational documents.

Limitations {#s4-1}
-----------

While following a client's programme from start to end would provide rich data, they may be reluctant to accept care during the initial phases of a programme or participate in research. We will interview clients who have finished a programme so they can reflect on their experiences of recent events.

We will purposefully select staff who we assume can provide rich data on their experiences of person-centred care. These staff must be able to clearly reflect and articulate their professional practice. However, not all staff may wish to go over their ways of working with the clients or discuss their practice preferences. Only interviewing those with an interest in the study will provide rich and comprehensive data of their experiences. Similarly for clients, by interviewing only interested participants to tell their story of the programme, regardless of the programme's impact on their health and well-being, we hope will provide rich descriptions of their experiences.

Beyond the challenges, our study will provide a comprehensive exploration of person-centred care in a programme that works to help reduce unnecessary hospitalisations. It will add information to person-centred care literature on participants' perceptions of what works and why, including the barriers and enablers to practicing person-centred care in a complex environment. The qualitative approach will allow participants to contribute to shaping service delivery in such programmes and has the potential to highlight future research opportunities incorporating the voices of clients and staff.
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